U provide parents with predictive information about a small number of severe genetic disorders. Testing and counseling were indicated primarily for conditions of this sort. Out of respect for the autonomy of parental reproductive decision making, the prevailing ethic of genetic counseling stressed "nondirectiveness'' and "value neutrality" As summarized by Arthur Caplan, the hallmarks of this stance include (1) a willingness to provide testing and counseling to all who voluntarily seek it, (2) the presentation of information concerning findings in a manner that is balanced and comprehensible to patients or clients, (3) the fair and balanced presentation of all options for action if a problem is discovered, (4) a willingness to answer all questions asked by those seeking services, and (5) an obligation to protect privacy and confidentiality at all times regardless of societal needs or benefits.'
The flood of new information being produced by the Human Genome Project poses many challenges to prevailing social policy and to the ethics of genetics professionals. Some of these challenges stem from the new prospects for harm to children that neglect of emerging genetic information may involve. For example, the increasing number of diagnosable genetic disorders, including some for which early detection may have therapeutic value, has raised the question whether pressure should be brought to bear on parents (or prospective parents) to undergo testing to pre-]oumul of Law, Medicine 6 Ethics, 25 (1997) : [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] . 0 1997 by the American Society of La-Medicine & Ethics.
vent serious harms to their offspring or society2 This issue has already arisen in the United States in connection with the debate over programs of screening for maternal serum alpha-fetoprotein, or hypothyroidism,3 and it may grow as therapies are developed that increase the value of early diagnosis or treatment of genetic disease.
A related problem derives from morally questionable uses of genetic information made possible by the dramatic expansion of knowledge concerning the genetic basis of many human phenotypes. As this knowledge increases, it will take us beyond the familiar realm of disease prevention to the possibility of selecting for a wide variety of traits. One does not have to engage in elaborate argumentation to understand the burdens associated with Tay-Sachs disease or Lesch-Nyhan syndrome. But as our knowledge grows of the genetic causes of many less serious conditions or even of what are now regarded as normal variations in the human population, new questions will arise as to whether parents should either receive or be allowed to act on such information. These questions have already appeared in connection with ongoing debates about whether genetics professionals should provide parents with information about genetic traits or conditions such as sex (where no sex-linked disease is involved) or nonsymptomatic carrier status! Although many genetics professionals continue to adhere to the elements of nondirectiveness and believe that parents should be given whatever information they request, some commentators, fearful of raising again the specter of eugenics or authorizing unjustified parental interventions in a child's life, have argued for restrictions on parental access to information. In some cases, these restrictions are based on the view that genetic medicine should only address preventing serious disease conditions?
Whatever the outcome of these debates, emerging knowledge of genetics has recently raised a new possibil-ity: that parents may be in a position to use genetic information in ways that not only have nothing to do with the prevention or cure of disease but also actively involve the infliction of harm or suffering on their child. Whatever one's view of the appropriateness of providing nondiseaserelated genetic information, this extreme possibility raises new questions in its own right. Will society permit parents to access and use information about their child's genetic inheritance regardless of the harm that the resulting reproductive decisions inflict on the child? Will genetics professionals have to rethink their commitment to parental autonomy, perhaps by taking a more active counseling role to prevent harmful parental choices or by imposing new limits on the "menu" of genetic tests available?
Two challenging cases Two cases that have provoked much comment illustrate the urgency of these questions about the limits of parental autonomy where harm to the child is involved. The first is hypothetical and has been mentioned in the genetics literature for some time: It concerns a married couple, both of whom are "deaf of deaf." They inherited the condition of deafness from their parents and were raised in nonhearing households. Currently, not one of the more than 100 genes that can cause hereditary deafness has been identified, but some believe that a decade from now, many will have been sequenced.' At that time, this hypothetical couple visits a genetics counselor with an unusual request. The woman is pregnant and they want her fetus to be tested for the "deafness gene." The counselor believes she understands their concern, and, as a matter of course, asks if they plan to abort any fetus who will be deaf. The parents respond, "Of course not!" If the fetus has the gene for deafness, they say, they plan to carry it to term. It is a "normal" hearing child they want to abort. They explain their reasoning to the astonished counselor by saying that they feel more comfortable having a child "just like themselves."
The second case actually occurred and shows how fast we are moving from possibility to reality. It concerns achondroplasia, an inherited autosomal-dominant condition that causes diminished growth in the long bones of the legs, leading to dwarfism. Several years ago, the gene for achondroplasia was identified and cloned.* If two people with achondroplasia marry, each of whom is heterozygous, chances are that two of every four children they have will be also be heterozygous and will be short statured. These youngsters may need some surgical intervention early in life to prevent more serious bone problems. Although short stature can be a significant handicap, they can, with effort, lead relatively normal lives, marry, and have ~hildren.~ On average, one child in four born to the couple will not inherit the achondroplasia gene and will be of average height. And one child in four will be homozygous for the gene.
This condition is fatal: the child invariably dies in infancy after a tragic downward course.
A researcher who helped identify this gene understandably felt that he had made a significant contribution by allowing short-statured parents the option of aborting fetuses with the lethal double copy of the gene. You can imagine his surprise when he received a telephone call shortly after news of the discovery was published.'O The call was from one member of a couple, each of whom was affected by achondroplasia. The caller asked whether it was possible to test for the presence and the absence of the gene. The couple wanted this information, they said, because they planned to abort not just all fetuses homozygous for the achondroplasia gene, but any unaffected ones as well. They were intent on only having short-statured children.
Limits to parental choice
These two cases illustrate the challenge that new genetic knowledge poses to the availability of genetic information and to the tradition of nondirective counseling. They raise the ethical question whether society or genetics professionals can tolerate the exercise of unlimited parental access to genetic information and autonomy in genetic decision making. In what follows, I argue that substantial parental access to genetic information, nondirective counseling, and parental autonomy in reproductive decision making should continue to characterize society's thinking and practice.
Parents, I argue, not only have a right to autonomy in re productive decision making, but also they usually are the best protectors of their child's interests, including the child's interest in a healthy start in life. In the special case of parents who carry a genetic disease and who are at risk oi passing the condition on to their offspring, we must also be especially careful not to burden their lives further by illconsidered moralistic judgments and intrusions. All these considerations reinforce the value of open access to genetic information and nondirective counseling. I take this position, however, while simultaneously affirming parents' obligation not to inflict genetic harm knowingly or negligently on their children. I argue that, to the extent it is within our control, we should strive to give our children lives unimpaired by serious genetic (or congenital) disorders and we should take reasonable care to avoid doing so by inadvertence or neglect. This obligation has been affirmed in different formulations by others." In the remarks ahead, I try to hold together these two tensely related claims: that we should strive to respect parental autonomy in genetic and reproductive decision making and that, as parents, we have an obligation not to inflict knowingly genetic harm on our children. The argument I am making is essentially a moral one, although I will occasionally refer to adjacent areas in the law to illustrate my points.
Positions denying that parents can genetically harm their children Some individuals who have thought about this tension between seemingly conflicting rights and obligations have sought to resolve it by denying that parents can ever wrong their children by deliberately bringing them into being, even with otherwise avoidable genetic impairments. Those who hold this view confer virtually unlimited autonomy on parents in their reproductive decision making. I believe that this approach is mistaken: parents can wrong their children by knowingly or carelessly bringing them into being in certain circumstances of life. So I must first indicate why I believe this shortcut route to defending parental autonomy is unacceptable.
Some who stress virtually unlimited parend autonomy rely heavily on current U.S. abortion law, according to which a woman has the right to terminate a pregnancy for any reason during the first two trimesters. This right is founded ethically and legally on the woman's right to privacy in reproductive decision making. It follows from this right that parents may also choose not to terminate a pregnancy, even when the consequences of their choice for the child or for society are very unfortunate.12 It is easy to see that in a society where maternal and parental decision making is privileged in these ways, a woman cannot be compelled to continue or end a pregnancy for genetic reasons. This right creates the ability to terminate fetuses unaffected by genetic disease in order to give birth only to an affected child. Counselors to whom I have spoken frequently invoke the right of abortion when explaining their willingness to cooperate with parents who request assistance in selecting for a genetically impaired fetus and aborting unaffected fetuses, as in the cases of the deaf couple or those with achondroplasia.
Nevertheless, as we consider parents' rights in the area of genetic decision making, we should put this matter aside.
A woman (or couple's) almost absolute right to terminate (or continue) a pregnancy does not imply a corresponding legal or ethical duty on the part of genetics professionals to provide assistance in determining which characteristics the child will have. Where discernible harms to others are created by parental reproductive decision making, genetics professionals have the right-and perhaps the duty-to refuse to offer their expertise in as~istance.'~ In the future, genetics counselors or society, without compromising couples' right to terminate or continue a pregnancy, may decide to limit the menu of genetic traits or conditions about which couples should be allowed to demand information.
In addition, parental genetic decision making will increasingly take place without pregnancy or abortion being at issue. Counselors currently provide preconception testing to prospective parents for a variety of conditions. The technology of preimplantation genetic diagnosis is now available, allowing genetic selection of embryos before the beginning of a pregnancy. The genetic testing of gametes lies on the more distant horizon, but it, too, may some day help further remove genetic decision making from the context of ab0rti0n.l~ So the issue of parents' rights in this area cannot be answered simply by pointing to a woman's nearly absolute right to abort or not abort. In a world of preconception genetic testing or preimplantation genetic diagnosis, questions about parents' right to access genetic services and the limits of parental autonomy will persist. The fact that these technologies require the cooperation and assistance of medical personnel takes them beyond the private sphere of parental decision making. Will society or genetics professionals permit parents the ultimate determination of their child's genetic constitution no matter what the parents request?
In approaching this question, I also want put aside a set of ethical and legal positions that would make unchecked parental autonomy much easier to defend. These positions are based on the view that children cannot be wronged by deliberately or negligently being brought into being with serious health problems. Among moral philosophers, this position has been developed by thinkers like Derek Parfit and David Heyd.Is In the area of law, a roughly similar position has been worked out in a series of rulings that reject wrongful life as a basis for legal actions against negligent medical professionals. 16 Although these philosophical and legal positions differ in some ways, a common thread of ethical reasoning runs between them. All share the moral view that no one is harmed by being brought into existence, no matter how dreadful the resulting circumstances of their life, when the alternative is never having been at all. Imagine, for example, that an obstetrician fails to inform apregnant woman with rubella about the likely medical effects on her fetus. If the woman had been properly informed, she might have chosen to terminate the pregnancy. Instead the child is born with grave birth defects. According to some philosophers and legal theorists, the child itself cannot be said to have been harmed by the professional's failure to inform. To hold that a person is harmed by someone is to say that they have been made "worse off" by the other's conduct and would have been "better off" had the professional acted differently. But in this case, if the doctor had informed the mother, she would most likely have terminated the pregnancy and the child would never have been born.
Philosophers like Parfit and Heyd argue that we have moral duties only to identifiable, actual persons. There are no moral duties to persons who are merely possible but who, as a result of our reproductive decisions, are never conceived. No one has a right to be born. For the same reason, there are no moral obligations to help "someone" avoid coming into being even to avoid serious harms fol-lowing birth. According to these philosophers, it is logically incoherent to say that a being who does not exist can somehow be made better off by avoiding its birth. They also argue that the child born with serious defects cannot complain because the alternative is for that child never to have been. On the side of law, theorists and jurists who have rejected the concept of wrongful life deny that we can ever value nonexistence over life. Although some theorists note that adult human beings who face intense suffering sometimes choose to end their lives," opponents of the wrongful life position point to the conceptual and practical difficulties in trying to found a legal claim for damages on the comparison of a life with suffering versus absolute nonexistence.
These philosophical and legal views make it easy to defend virtually unlimited parental autonomy in reproductive decision making. Nevertheless, although I agree with the importance of parental reproductive autonomy, I believe these views are mistaken in holding that a child is not wronged if it is deliberately (or negligently) brought into being with a genetic condition that causes it significant suffering.
The appropriate benchmark
The error in these positions lies in trying to compare the condition of a child born with a disorder to the state of such a child had it never been born. This comparison inevitably forces us into the impossible task of trying to compare existence and nonexistence. But the condition of a child born with a reduced health status should not be compared with that child's own nonexistence. Rather, it should be compared with the reasonably expected health status of others in the child's birth cohort. This is the appropriate benchmark, I believe, because it is the one that most parents are likely to use in deciding whether to have a child in the first place, and it is also the benchmark that the child and those around it are likely to use in assessing the quality of its start in life.
To understand this point better, it helps to see that before conception (for most people) and even following conception during early pregnancy (for many others), lives are in a sense "fungible"; they are interchangeable generic units, rather than identifiable and unique. Parents intending to have a child do not imagine the identifiable child "Mary" whom they come to know in the years following her birth, but a "generic" child with qualities like those of most other children being born in its cohort. It is this imagined child whom they usually have in mind in choosing to have a child in the first place, and against whom they and others measure the actual condition of the real child when it is born. The real child is a source of joy, when, as is usually the case, he/she is experienced as even better than the child they had imagined. But sometimes, as well, the real child (however much it is loved) is experienced as a source of sadness (for its parents, itself, or others) because it is born with physical or mental problems that are viewed as rendering its life significantly more difficult than that of the imagined average child. Parents who are given the unintended child because of a professional's negligence have good reason to regard both themselves and the child as wronged, just as if a healthy living child of theirs had been injured by medical malpractice.
Similarly, when a child is born and grows, the child and others inevitably measure its life in terms of the other lives it might reasonably be thought to have lived in its family and time. Despite the claims of philosophers like Parfit and Heyd, it is by no means senseless for a person to think "If my mother had only waited a few months until after the rubella epidemic had passed to conceive me, 'I' would never been born with this deformity." Taken strictly, this statement is nonsense: the child who could have been conceived and born after a delay of some months is not the same child as the one who was conceived and born earlier.
But if we think of ourselves before conception or birth as an imaginary fungible intended child of our parents, who could come into being with roughly the same physical and mental attributes as other children, this statement makes perfect sense. Because parents are properly regarded as proxy decision-makers for their child's health status, it is therefore reasonable for a child to feel wronged when poor decision making by parents (or by those who advise them) leads the child to be born with serious impairments or suffering relative to others in its birth cohort.
The moral idea of measuring a child's actual condition at birth with the expected health status of other children in the child's cohort has recently had resonance in some legal writings on the issue of wrongful life. Michael Kelly,'s for example, argues that damages in wrongful life suits should be approached not in terms of standard tort conceptions (where the rightful position of which plaintiffs have been deprived is their condition before the wrong occurred), but in terms of the idea of damages that prevails in the area of misrepresentation law. Here the rightful position is the one the wronged party was led to expect would result if the misrepresented claims had proven true. For example, in misrepresentation law, investors might be awarded not simply the money they lost in a fraudulent investment scheme but also the monetary returns they would have received if the misrepresentation about thc promised gains had been true. This way of awarding damages recognizes that losses created by misrepresentation include frustrated expectations and the costs of opportunities foregone. Kelly's reasoning coheres well with the moral argument that, in our thinking about harms at birth, we should compare the status of the actual child born with that of the average child in its birth cohort. This is the child who most TheJournal of Law, Medicine & Ethics parents strive to bring into being, and for whose loss they should be compensated when others act neghgently. To the extent that parents are properly regarded as surrogate medical decision-makers for their not-yet-competent children, this is also the child whom many of us would reasonably feel we could have been had our parents (or the medical professionals they called on for help) not acted with sufficient attention to our well-being. (Even in those cases where parents' genes unavoidably cause disease, the options of donor insemination or egg donation today and gene therapy in the future permit us to think of ourselves as having been born other than we were.) As such, this reasonably expected health status is a benchmark for assessing both others' negligence and parents' carelessness in reproductive decision making.
In terms of moral reasoning, we can regard this benchmark of reasonably expected health status as one that rational persons would select in order to fashion a public rule of reproductive conduct most likely to protect the vital interests of real person^.'^ Hence, whether an identifiable person is made worse off by our reproductive decision is beside the point. What is important is the public rule of conduct meant to shape people's reproductive behavior in ways that reduce likely harm to born persons.
Complexities
Obviously, many specific details of this idea of comparing a child's health expectations at birth with the reasonably expected health status of others in its birth cohort must be worked out. One question has to do with the relative degree of harm to which anyone may allowably expose a child. Some may argue for morally condemning only the most grievous harms involving intense physical or mental suffering or disability on the child's part relative to others of its cohortYm or those states of existence of which it can be said that the suffering in a child's life dearly outweighs its benefitsz1 But these measures seem too extreme. Because no one is wronged by not being given the opportunity to be born (I believe Heyd and others are right about thisu), and because we cannot predict just how much suffering any given child will tolerate, a more cautious standard should prevail. The standard I have in mind involves "significantly greater'' suffering or disability than others in the child's birth cohort. Encouraging us to err on the side of caution, this tells us that we should try to avoid even moderate degrees of harm for those we bring into being. Such a standard, I believe, is reflected in current social attitudes about women's responsibilities to avoid smoking or consuming alcohol during pregnancy. In many people's minds, even the risk of small degrees of harm to one's child requires self-restraint in these respects. This standard of "significantly greater" suffering or disability establishes a lower threshold for wrong than that created by those who believe we are obligated to avoid the birth of someone only in those cases where that life is not worth living or where death would clearly be a worthwhile choice even for a living person. As a practical measure, we can determine whether harm is significant by asking whether, as a generality, children (or, later, adults) with a specific condition would prefer to have lived their lives free of their specific congenital disorder or disability. It should be noted that this is a different question than the more extreme and, I believe, inappropriate one of asking whether they would prefer to be dead.
That congenital difficulties can also have the positive effect of strengthening an individual creates two difficulties for this standard: it makes it odd to think of putting such evaluative questions to people, who may understandably find it hard to separate the complex facts of their biography from their disability; and it questions the idea that congenital defects constitute a harm. As far as the first difficulty is concerned, although individuals with a disorder or handicap often do appreciate the personal growth that adversity can bring with it, they are also frequently able to recognize the evil and unchoiceworthiness of the adversity itself. As for the second difficulty, it is commonly recognized in law and ethics that the positive character benefits that can accompany an injury do not excuse it or remove the fact that a wrong has been done.
Another problem is the question of the cohort against which a child's birth condition should be measured. On the one hand, this group has to be larger than the family because children invariably assess their lives in relation to the peers with whom they interact and about whom they meaningfully think "I could have been one of them." On the other hand, the benchmark group cannot be some abstract, timeless, and ideal community, because that would create an unrealistic and impossible standard against which to measure people's actual reproductive decision making. The appropriate measure has to be relative to the era and social group in which we live. The expectations Americans have today for a child's health prospects at birth, for example, are far higher than those that existed two centuries ago, but it would be ridiculous to say that our forebears wronged their children by having them at all in those backward circumstances. Similarly, it would be cruel and pointless to say that citizens of India wrong their children by bringing them into being in a far less developed economy with less health care than, say, the United States. Considerations of justice also suggest that we should not ordinarily permit social inequities to become a basis for restrictions on parents' reproductive heedom. We must recognize, therefore, that the health status to which the results of parents' reproductive decision making is compared is established with regard to the available life situations to which we may reasonably and rightfully aspire.
Despite the obvious problems that some cases raise and the need for further thinking in this area, I do not believe that these difficulties of measurement need bog us down. People know what the prospects are for most children born in a cohort. They are also able to identify the conditions that may reasonably lead the child and others to conclude that, in terms of its health, it had started life at a significant disadvantage. This reasoning leads me to state with precision the moral norm I want to defend:
In the absence of adequate justifying reasons, a child is morally wronged when he/she is knowingly, deliberately, or negligently brought into being with a health status likely to result in significantly greater disability or suffering, or significantly reduced life options relative to the other children with whom he/she will grow up.
It is this reasonably expected health condition and the level of life prospects of others in the child's birth cohort, not the state of nonexistence, that is the appropriate benchmark for assessing harm in reproductive decision making. I am also now in a position to state the specific obligations of parents (and, by extension, those who assist them in effecting their reproductive choices) to their children. I contend that:
Parents have a prima facie obligation not to bring a child into being deliberately or negligently with a health status likely to result in significantly greater disability or suffering, or significantly reduced life options relative to the other children with whom he/ she will grow up.
Two qualifications
Against this background, I now make two very important qualifications. First, this obligation not to deprive our children deliberately or negligently of a relatively healthy and normal start in life is a prima facie one. This means that it is not absolute but must always be weighed against our competing obligations and against rights possessed by other persons or ourselves, not least of all our rights as parents. We have seen that parents have a right to exercise procreative autonomy that ordinarily prohibits the government from preventing them from having children or forcing them to have an abortion. This right is reinforced by their right to the liberty of their religious beliefs if these beliefs oppose abortion. Conflict between parents' religious beliefs and the child's welfare are not unique to reproductive issues. In other areas of law, such as those dealing with education or health care, society's respect for parents' religious liberty often competes with what Joel Feinberg has termed the "child's right to an open future."u Thus, even where there is reason to believe that a child's prospect of a relatively healthy start in life is jeopardized by starting or continuing a pregnancy, there are also good moral and legal reasons for respecting the parents' decisions. This same consideration may ground parents' refusal to undertake prenatal diagnosis. In cases where parents have no principled reason for refusing to act on knowledge of possible genetic harms to their child, however, willful refusal to undertake available testing for serious disorders becomes morally less justifiable.
Parents' prima facie right of privacy and autonomy in reproductive decision making leads to a second very important qualification. Although parents have an obligation not to bring a child into being deliberately or negligently with a significantly reduced health status, this relative measurement of a child's start in life is always imperfect. No one can guarantee that a child will have all the abilities and opportunities open to others in its cohort, and it would be foolish to insist on strict equality in these matters. Further complicating things is that the quality of a child's life is very much a result of the quality of the parenting it receives. The burdens of some disorders or some forms of disability are more than offset by being raised in a loving home. A child born with a handicap into a loving family has reason to regard itself as lucky when compared with a physically more normal child whose parents give it less attention or love.
The point is that assessing a child's expectations requires a complex global judgment that takes into account all the reasonably foreseeable circumstances of the child's life, including the willingness and ability of the parents to compensate for other less than desirable features of the child's health at birth." In most instances, this complex, global judgment will also best be made by parents, who, in the absence of clear evidence to the contrary, are closest to all facts involved in the decision and are reasonably presumed to want the best for their offspring. These presumptions might be overridden only when the parents' decision is likely to result in significant suffering and disability for their child without clear offsetting advantages, and when no other compelling prima facie rights support the parents' decision.
We are now in a position to understand the extent and limits of parental autonomy in genetic decision making where harm to the child is involved. In most instances, I believe, we should defer to parents' decisions about the genetic constitution of their progeny. We should do so, however, not because we believe with Parfit, Heyd, or others that parents cannot logically wrong children in this respect, nor even because we hold that birth in any condition is better than nonexistence. Rather, we must assume that parents have an obligation not to bring a child into being knowingly, deliberately, or negligently with a condition likely to cause it significantly greater disability or suffering than others in its birth cohort. But in most cases, we w i l l also defer to parents' thinking about these matters and recognize that their global judgment about the prospects facing their children is normally to be respected. This is perhaps especially true where parents with a disability are concerned, because they can be expected to approach these decisions with utmost seriousness about the stakes for their child. Only when clear evidence indicates that the parents are unconcerned about their child's well-being or that their judgment about their child's prospects is clearly wrong can we conclude that they may be acting in a morally irresponsible way.
Responding to genetic harm
When society determines that certain choices are irresponsible, it has a range of options. In some cases, a negative judgment may lead to nothing more than the public expression of blame: the conclusion that these people are irresponsible. Even this moderate response, of course, can have serious effects on people's lives and is warranted only when there is a solid and well grounded consensus that the parents' choices are unjustifiably harmful and can be influenced by public opinion. More flagrant cases of irresponsibility may lead us, whether we are acting as medical professionals, legislators, or government officials, to establish uniform standards of behavior for parents and professionals. For example, where we judge parents' likely use of genetic information to be morally unacceptable, we can establish rules saying that certain kinds of parental requests for assistance will not be respected. This thinking makes genetics professionals responsible for expressing our social judgment and could take the form of legally or professionally established limits to the menu of genetic information or services available to parents.
The existence of patterns of serious parental mischoice and misconduct in this area may prompt other recourses. We might reconsider the tradition of nondirective counseling and permit or require genetics professionals to play a more active role in informing parents about the inappropriateness of certain choices. This can extend to their playing a more active role in advising prenatal testing or even seeking to influence parents' specific decisions about starting or continuing a pregnancy. However, because nondirective counseling has such great value in promoting trust in the counseling professions and encouraging people to use counseling services, this option is far from desirable. It would be justified only if it promised real benefit and if other alternatives, such as improved public education, failed to prevent serious parental misconduct in reproductive decision making.
Finally, at the farthest extreme, we may go so far as to restrict parental reproductive autonomy by actively discouraging and even criminalizing some kinds of especially pernicious genetic or reproductive choices. Obviously, this is a last resort, because it involves not only the severest restrictions on procreative liberty, but is usually also very difficult to enforce. The debates surrounding the incarceration of crack-addicted pregnant women illustrate the complexities, difficulties, and, usually, the inadvisability of this extreme option.x
Case applications
The discussion so far has been abstract. I want to conclude by reviewing a series of cases of parental genetic choices against the framework of the parents' rights and obligations and the scope of professional responsibility that I have developed. The deafness case mentioned at the outset imposes great strain on the requirement that parents have an obligation not to bring a child into being deliberately with a significant degree of suffering or disability relative to others in its birth cohort. To be born deaf in a world made up mostly of hearing persons is to face a series of disabilities. Some members of the deaf community reject altogether the claim that deafness is a disability, and maintain that they are "normal but different."26 However, quite apart from the aesthetic and social satisfactions denied to such a child, throughout life he/she faces an elevated level of serious risk: they are unable, for example, to hear the car horn or warning cry that could prevent injury or death.
On the other hand, reai satisfactions are open to the deaf child that are denied to hearing persons. One is the warmth A d camaraderie of the deaf community; another is the beauty and complexity of sign language." These and other satisfactions, if they do not offset every hardship facing the deaf child, may mitigate the parents' wrong.
Then there are the rights of the parents themselves. These are not trivial. They are prima facie claims that must be placed on the balance. Those who have defended the right of deaf parents to select for a child like themselves have pointed to a growing sense of solidarity within the deaf community that has been sharpened by the perceived indifference or hostility of the hearing world. In this respect, the deaf share an experience with other embattled racial or ethnic minorities. In the effort to explain why a deaf couple may be uncomfortable with a hearing child, one deaf individual asked me to imagine the situation of a black couple who, through some odd genetic mutation, gives birth to a white baby. Will the couple be able fully to accept their child, or will they inevitably regard it as belonging to an alien world?
These hardships to the parents enter into our thinking as we determine how to respond to the parents' request. On balance, I believe the issues here are not compelling enough to lead us to say that we must establish legal or professional norms impeding such a choice on the parents' part. However, neither is it clear that the parents' rights are strong enough to lead us to conclude that genetics professionals must, as a matter of professional responsibility, bow to the parents' wishes regardless of counselors' personal views. When no pressing moral reasons counsel otherwise, medical professionals have a right to decide to whom they will offer their services and for what reasons. All these considerations suggest that, in cases of this sort, individual freedom should prevail on both sides. Parents should be free to seek professionals willing to assist them in their requests. Genetics professionals, whether working alone or in clinical groups, should be free to make their own decisions or to set their own policies in responding to requests for information of this sort. Whichever policy they choose cannot be faulted as clearly wrong.
The case of the parents with achondroplasia raises issues that weigh for and against unrestricted parental autonomy and professional cooperation. On one side, the relative disability of a child with achondroplasia is arguably not as great as that of a deaf child. Apart from one or more childhood surgeries needed to forestall potential developmental problems, these children grow up normally, They live a normal life span reasonably free of pain. They can marry and have children (women with achondroplasia require a cesarean-section to deliver).28 Their height is an inconvenience-even handicapped toilet facilities pose a problem for the short statured-and many people affected by achondroplasia also experience severe stigmatization. But none of these hardships necessarily prevents them from pursuing and achieving major life goals open to other persons.
On the other hand, there are possibly fewer pressing parental reasons for their deliberately creating a child with even this modest degree of disability. The argument about parents' desire for fellowship and solidarity with their children in the face of a hostile world is less compelling here. Thanks to the short-statured community's own efforts and society's response, there is considerably less overt discrimination today against little people.
These parents have other concerns. I have been told by some people affected by achondroplasia that they prefer to have a child like themselves because they fear disciplinary problems with a normally statured child who may tower over its parents by age seven or eight. The issue is not the parents' wish for control but their concern for the child's proper upbringing.
Finally, some little people share concern with many other disabled persons that they must resist confirming society's negative judgment of them and their condition. Believing that disability is often a social construct rather than an intrinsic state of being, they feel compelled to evidence in their reproductive decision making their belief that the proper response to disability is not the eugenic prevention of the birth of disabled people but the elimination of socially constructed ba1-riers.2~ The additional fear is that if the numbers of those with disabilities diminish, they will lose political power and become more susceptible to stigmatization or state-imposed eugenic measures.'O For those who reason this way, it is not only the parents' rights of procreative autonomy but also general moral considerations of justice that take precedence over obligations to the child.
These are valid concerns. They will play an increasing role in our thinking as science uncovers the genetic cause of more and more conditions associated with stigmatized or oppressed groups. Nevertheless, I believe that, for the present, we do not have to fear that individual reproductive choices by parents seeking not to have a child with a disability will further erode the status of the disabled in our society. It is by no means clear that a decision not to have a child with a disability requires a negative judgment in any way on the life or worth of those born with such a problem." It is possible for us to hold that it is not wise or ethical deliberately to add to the normal risks of disability or suffering a child may face, while also insisting that a child actually born with problems deserves all the support we can give it. Furthermore, many serious congenital anomalies arise from new mutations or noninherited chromosomal abnormalities,32 and many other serious disabilities occur later in life as a result of injury or disease, suggesting, as John Fletcher and Dorothy Wertz put it, that "disability will always be with us."33 Even in a world of widespread prenatal testing, society will still have to develop better ways of meeting the needs of many people with disabling conditions.
In terms of parents' obligation to provide their child a relatively healthy start in life, therefore, the case of the child affected by achondroplasia is in some ways less and in some ways more difficult than that of the deaf parents. But again, on balance, it seems wise not to prohibit actively the exercise of parental autonomy, while leaving medical practitioners on an individual or clinic-by-clinic basis free to determine whether they will cooperate with parents' requests. Some may disagree with my conclusions in these two cases, believing that a more uniform consensus on support or prohibition is required. The framework for deliberation about these issues I offer may help us further discuss and narrow our disagreements. The relevant question is whether children born in these circumstances are so seriously harmed relative to others in their birth cohort that more strenuous social or professional intervention-including across-the-board limitation of parents' access to relevant genetic services-would be morally justified.
It may seem that I have woven the net of parental genetic responsibility so loosely that just about any parental choice can get through. But a third and final case suggests that this is not so. This case is drawn from the clinical experience of the Hungarian physicidgenetics counselor Andrew Czeizel.s It concerns a woman thirty-three years of age who visited Dr. Czeizel with a request for assistance. She already had two children who suffered from celiac disease, an inherited intestinal absorption problem that rendered them unable to digest carbohydrates properly, most of all gluten. The children would get severe diarrhea from grain-based food, such as flour, bread, pasta, and pastry. To avoid great abdominal discomfort (induding diarrhea, steatorrhea, and flatulence), as well as general muscular debility and retarded physical growth, they had to follow a special strict diet. Even with this diet, the children still occasionally experienced serious problems. Although this condition improves somewhat after puberty, it becomes worse again between the ages of thirty-five and fifty-five.
Dr. Czeizel describes this case as "memorable" because the mother came to him wanting help in assuring the birth of a third child with the disease. She explained that the diet her two children had to follow was so. complicated that providing the same diet for a third child would be simpler. She wished to extend her family, but she did not want to cook "ordinary" meals for the newcomer.
Because this disease is caused by a variety of genes and was not at that time susceptible to prenatal diagnosis, Dr. Czeizel was able to deny the woman's request purely on medical grounds. But here, I believe, we have a reasonably clear case illustrating the limits of parental autonomy in genetic decision making for one's child. As described, this woman's request for assistance appears not to be morally acceptable. To gratify her wishes for a child and to spare herself the inconvenience of adding an additional dietary regimen to her duties, she was willing to impose a life-long sentence of pain and disability on the child. It is possible, of course, that the mother does not see things this way: that her previous experience with her children led her to view this as a mild disorder fully compatible with a rich and fulfilling life. Such a viewpoint merits serious attention. But it cannot be accepted on the mother's word alone. It must be assessed in terms of its accuracy in view of the range of expressions of the disease.
Given the severity of this disorder in many cases, it is hard to avoid the conclusion that a child who has been forced to live with retarded growth, recurrent pain and embarrassment, and the need to avoid many of the foods of hisher peers has been harmed. Although pressing parental claims may override the child's suffering, none is present in this case. As a result, it seems that here, at a minimum, there is room for a departure from the traditional stance of value neutrality, with a counselor permitted to convey to the parent the moral inappropriateness of this request. If requests of this sort are common, there may also be room for development of a uniform standard of professional responsibility that would prohibit counselors, on the threat of censure, from acceding to such requests. This formal l i t a t i o n of the menu of services would also prevent parents in cases like this from pitting one counselor against the other as a way of securing needed assistance.
Conclusion
The Human Genome Project and other developments in genetic science place us at the threshold of dramatic new choices. To date, virtually open access to genetic services and information and the ethic of nondirective counseling have served us well, encouraging parents to seek counseling for known serious disorders and freeing counselors from the charge of promoting a eugenics agenda?s Increasingly, however, and for good reasons, some students of this issue have called for limits on access to genetic services as well as reconsideration of value neutrality and the unquestioning priority this ethic places on parental autonomy. They have warned us that emerging genetic information is opening before us a range of parental choices, not all of which we will be comfortable permitting.
I suggest that some of these concerns have ethical substance. Parents' right to autonomous decision making about their children's genetic constitution is not the only consideration we must factor into our thinking in this area. Parental obligations are also involved here, not least of which is the obligation to avoid knowingly, deliberately, or negligently inflicting genetic harm on our children. I predict we will see this obligation invoked in instances of moral controversy.
Nonetheless, I have also maintained that we should always listen to and seek to understand parents' reasons for their requests for assistance. Even in many difficult and challenging cases of choice, we should give parents the benefit of making reproductive choices that affect their child's genetic constitution. Parents are best suited to understand and shape the lives of their offspring. Their freedom of decision in this area should have presumptive priority in our moral and legal thinking. 36 Only in extreme cases are we warranted as a society in denying them access to the professional services they need to realize their choices or in preventing them from exercising those choices. These extreme cases are characterized by the following two features: (1) the likelihood that, relative to others in the birth cohort, the child will experience significant pain, disability, or limitations in life options as a result of avoidable genetic factors; and (2) the parents' reasons for bringing the child into the world in this condition do not constitute reasonable or compelling grounds for respecting their choice. In the clearest of these cases, counseling professionals are justified in suspending strict value neutrality and communicating their own moral views to parents. They may also be justified, individually and collectively, in limiting access to their services.
